ALS: Family caregiver needs and quality of life.
The goal of this study was to determine the needs of ALS family caregivers. Utilizing a qualitative and quantitative mixed methodology known as Concept Mapping (CM), individual interviews with family caregivers of ALS patients (n =19) identified 109 needs. The needs were sorted and rated by 12 of the family caregivers, then analyzed using multidimensional scaling and cluster analysis. In addition, the caregivers completed the SF-8 QoL measure. The analysis resulted in a four-cluster map, representing the trajectory of the ALS family caregivers' needs: Stage 1: Early Coping and Adjustment; Stage 2: Maintenance; Stage 3: Transition to End Stage; and Stage 4: Coping with Change and Loss. The SF-8 results indicated that caregivers who resided with their ALS family member have poorer mental and physical health than family caregivers who did not have primary residence with the ALS patient. In conclusion, a model of needs for ALS family caregivers was established. Future studies addressing these needs may improve QoL of ALS family caregivers as well as ALS patients.